What information do parents need when facing end-of-life decisions for their child? A meta-synthesis of parental feedback by Vicki Xafis et al.
Xafis et al. BMC Palliative Care  (2015) 14:19 
DOI 10.1186/s12904-015-0024-0RESEARCH ARTICLE Open AccessWhat information do parents need when
facing end-of-life decisions for their child?
A meta-synthesis of parental feedback
Vicki Xafis1*, Dominic Wilkinson1,2 and Jane Sullivan3,4Abstract
Background: The information needs of parents facing end-of-life decisions for their child are complex due to the
wide-ranging dimensions within which such significant events unfold. While parents acknowledge that healthcare
professionals are their main source of information, they also turn to a variety of additional sources of written
information in an attempt to source facts, discover solutions, and find hope.
Much has been written about the needs of parents faced with end-of-life decisions for their child but little is known
about the written information needs such parents have. Research in the adult intensive care context has shown that
written resources impact positively on the understanding of medical facts, including diagnoses and prognoses,
communication between families and healthcare professionals, and the emotional wellbeing of families after their
relative’s death.
Methods: A meta-synthesis of predominantly empirical research pertaining to features which assist or impede
parental end-of-life decisions was undertaken to provide insight and guidance in our development of written
resources (short print and online comprehensive version) for parents.
Results: The most prominently cited needs in the literature related to numerous aspects of information provision;
the quantity, quality, delivery, and timing of information and its provision impacted not only on parents’ ability to
make end-of-life decisions but also on their emotional wellbeing. The meta-synthesis supports the value of written
materials, as these provide guidance for both parents and healthcare professionals in pertinent content areas.
Conclusions: Further research is required to determine the impact that written resources have on parental end-of-life
decision-making and on parents’ wellbeing during and after their experience and time in the hospital environment.
Keywords: End of life care, Consumer health information, Withholding treatment, Intensive care, Decision makingBackground
Although most children and newborn infants who are
admitted to intensive care survive, a small proportion
(3-6%) does not [1,2]. For many of these children
(between 75 and 90% of infants who die in intensive care
units), death is preceded by a discussion between par-
ents and the medical staff, and by an explicit decision to
limit treatment that could potentially have prolonged life
(this is referred to as an “end-of-life decision”) [2-6].
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unless otherwise stated.poor, these decisions are widely regarded as not only
legally acceptable, but as ethically good practice, since
they prevent suffering and the prolongation of the child’s
death [7-10].
Provision of written information has been used to im-
prove communication and outcome for families in adult
intensive care. A family information leaflet, provided at
the time of admission to intensive care, reduced the pro-
portion of family members with poor understanding of
diagnosis and prognosis from 40% to 11% [p < 0.0001]
[11]. Similarly, written information in a brochure onis is an Open Access article distributed under the terms of the Creative
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(in conjunction with a modified family conference), was
associated with reduced anxiety, depression and post-
traumatic stress symptoms 3 months later [12].
Written information might, thus, provide important
support for parents making end-of-life decisions for
their child. However, there is a need to determine what
information parents require, and consequently what
such written material should contain. Previous published
reviews have focused on factors that enable parental
input into decisions [13], the evaluation of levels of
involvement in decision-making [14,15], parental use of
information in the illness trajectory [16], and parental
needs in neonatal intensive care units [17]. None, how-
ever, have considered the written information needs of
parents facing end-of-life decisions for their child. In
addition, there has been no attempt to synthesize the
findings of related studies for the purpose of identifying
parents’ written information needs.Methods
Aim of meta-synthesis
A hermeneutic approach was adopted in this work to in-
form the development of a handbook and online re-
source for parents facing end-of-life decisions for their
very ill or dying children [18,19]. A preliminary search
revealed a dearth of literature specifically focusing on
written information for parents making end-of-life deci-
sions for their child. Therefore, we sought to identify is-
sues that parents have identified as being central to their
ability to make decisions in the context of end-of-life
decision-making, which might provide insight into par-
ents’ written information needs. Specifically, we aimed
to identify communication or information-related fea-
tures that parents report as being helpful or unhelpful
during end-of-life decision-making. We ultimately aimed
to incorporate the communication and information re-
lated features of the meta-synthesis findings in the
written resources we developed.Design
We conducted the literature search in August-November
2012, searching the bibliographic database Scopus (search
terms were: (perinatal OR newborn OR neonat* OR pre-
term OR premature OR infant*) AND (palliative OR “end
of life” OR withhold* OR withdrawal*) AND (attitude* OR
view* OR perception*) AND (parent* OR mother* OR
maternal OR father* OR paternal OR families OR family)).
Scopus was used as its data sources include a number of
resources such as MEDLINE, EMBASE, open access pa-
pers, as well as grey literature [20].
We included studies relating to critically ill children
and newborn infants published between 1990 and 2012that addressed at least one of the inclusion criteria
below:
1. What unmet needs do parents identify in the
decision-making process?
2. What features do parents find helpful or
alternatively unhelpful/damaging in the
decision-making process?
3. Which resources have parents found helpful?
4. What suggestions are put forward by parents for
communication?
The initial search produced 487 publications (see
Figure 1). Additional papers (n=7) were identified by
hand searching the personal libraries of the authors, and
reference lists of relevant articles. Following review of
the title and abstract 87 were retrieved and read in full
text. After the papers were scanned for relevance, the
publications were further reduced to 58 for inclusion in
the meta-synthesis (see Additional file 1: Table S1). The
first author conducted the review of papers.
The studies included were in the vast majority qualita-
tive. However, some studies comprised both a quali-
tative and quantitative component and a very small
number based on closed survey responses from parents
were also included because of the relevance of their
content. The main focus was on studies that involved
more than one parent/family but personal accounts were
also included. Studies in languages other than English
were not included.
As the review was primarily one of qualitative re-
search, the qualitative research designs employed in the
studies varied significantly. For example, some used an
ethnographic approach, others phenomenology, and still
others were case studies (see Additional file 1: Table S1).
Due to the nature and intent of the meta-synthesis, no
restrictions relating to study design or scientific merit
were imposed on the studies identified so as not to
exclude data of relevance to the purpose of the meta-
synthesis [21]. The findings of the studies were not for-
mally appraised. We were particularly interested in the
sections of the papers that revealed parental views rela-
ting to communication and/or information that aids or
creates difficulties in decision-making rather than the
overall findings of the studies. Therefore, appraising the
overall findings of the studies, which were often unre-
lated specifically to communication and/or information
that aids or creates difficulties in decision-making, was
not relevant to the purpose of the search, as this work
was not a systematic review of the literature, but rather,
specifically focused on studies that included any infor-
mation relevant to our topic of interest.
In conducting the review of the literature, it was
recognised that there may be great variability in parents’
Figure 1 Flow of studies. Provides information on the identification, selection, and inclusion of the studies reviewed.
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equally important as those of a group of parents, as indi-
viduals have different needs depending on a complex
variety of personal, social, and cultural factors.
Meta-synthesis of findings
All relevant studies were electronically searched for
sections relating specifically to communication and/or
information and end-of-life decision-making, which
addressed at least one of the selection criteria. These
sections were extracted and included in an Excel spread-
sheet by the first author. Descriptive codes were assigned
to sections based closely on the inclusion criteria (unmet
needs, helpful features, unhelpful features, resources,
suggestions). All studies were coded deductively into
pre-determined concepts considered and agreed upon
at the outset of the review. Relevant sections were
highlighted, coded, and compared and contrasted. The
codes were subsequently re-examined and the content
areas expressed in the selection criteria served as coding
frames under which the codes were sorted. A new
content area pertaining to factors influencing decision-
making emerged. These were factors identified by par-
ents who had participated in the studies reviewed as
impacting either on their ability to make decisions or on
the kinds of decisions made. Constant in the meta-synthesis was a consideration of the oftentimes specific
circumstances surrounding parents’ comments and care
was taken not to alter the nature of the contributions
made by parents by reporting on them more generally
or specifically than the contributors had intended when
participating in the respective studies. The importance
of preserving the original meaning in such meta-
syntheses is highlighted in Walsh and Downe [22].
Ethics
Ethics approval was not required for this work, as it was a
meta-synthesis of published literature and did not involve
the collection of data from research participants. Conse-
quently, written informed consent was not sought from
anyone.
Results
Studies generally targeted parents but some focused
exclusively on mothers’ views therefore perhaps resulting
in an under-representation of fathers’ views. Parents identi-
fied factors, barriers, unmet needs, and areas requiring at-
tention. Themes were retained in the areas under which
they were identified, but overlapped between sections of the
meta-synthesis. We first review some of the recurring issues
influencing decision-making raised by parents and later
comment on their import in relation to written materials.
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Parents’ grief, their powerful emotions, the intensive care
unit environment, and the nature of the decisions they
faced were reported to affect information processing and
parents’ ability to make decisions [23-26]. Parents re-
ported that their decision-making capacity was reduced by
a paucity of information and that their comprehension of
information was hampered by medical jargon used [26]
and their difficulties in understanding and retaining com-
plex explanations about their child’s condition [27,28].
“You read books and even attend classes during
pregnancy to help prepare to have a baby, even
though that’s ‘normal’. It’s horrendous, but even more
important to have some help to prepare yourself for
losing your precious baby. Mostly because that
doesn’t feel ‘normal’ at all and you haven’t a clue
what to do” [23].“It might be immoral to push you to make a
decision…you were too tired to make. Maybe six
months later there is a kind of sobering-up process.
Maybe if she were still in [the] situation, critical,
being sustained like that, with no hope, or little hope,
I would start to think differently” [28].
Interviews with parents revealed that potential dis-
ability in their child was an important consideration for
some parents, particularly when parents had first-hand
knowledge of people who suffered severe disabilities
[29]. Such considerations, however, appear to differ de-
pending on the parents’ country of origin [30]. Consi-
deration of the child’s quality of life ranked high as an
influencing factor in the decisions parents ultimately
made [31-33], as did a desire to reduce the child’s pain
and suffering [31-34].
Withdrawal of treatment was not considered appro-
priate by all parents [33], but some parents accepted that
a decision to withdraw treatment was the right decision,
especially when they felt that no other treatment options
were available [35]. Many parents described feeling con-
flicted; for example, in one study parents described being
torn between what they thought was in the best interest
of their child and what they, as parents, wanted [25].
The conflict between these opposing needs caused them
to face extreme emotional strain when they had to make
decisions about withdrawal of nutrition. Parents of older
children recognised that their needs and interests were
subordinate to their children’s [32].
Medical prognoses did not always weigh heavily in
parents’ decisions [33,36]. A relative lack of regard for
medical prognoses appeared to be related to parents’
lack of ability to comprehend information imparted, par-
ents feeling emotionally depleted, and mothers beingconfronted by their own medical conditions [36]. For
some mothers, factors influencing decision-making in-
cluded personal values, and beliefs or experiences rather
than medical facts [37]. Finally, other key factors in-
fluencing parental decision-making included hope [34,36],
religion [32,38-40], and spirituality [36]. For example,
mothers reported that they could not trust doctors who
showed no hope for a better outcome and who appeared
to have abandoned efforts for a better outcome [36].
“…It’s really important for a parent to hear some
hope, although the rationale says that this is 90%
going to happen this way negatively” [36].
What unmet needs do parents identify in the
decision-making process?
Most parents had never faced end-of-life decisions before.
Parents expressed the view that they were in completely
unknown territory and needed some insight into what to
expect [23]. In several studies, parents lamented the fact
that the treating doctor had not provided more informa-
tion [34,41,42]; some parents felt that a lack of informa-
tion had impeded their ability to make decisions [27].
“They don’t tell parents until the parents show
concern [… or if] there is a chance of not getting the
severity level right […] I think that is wrong. Even if
they only slightly think there might be a problem,
they should be right on it, explaining it and giving you
a list of things you can do. [Not knowing what to do]
feels terrible” [42].
Access to healthcare professionals was also raised as
being limited, an issue which impeded access to informa-
tion for parents [43]. In one study, parents reported a lack
of information about the condition of their child as well as
information about stopping or starting treatments [41].
Parents expressed a need to know more about the inten-
sive care unit and contextual information about the envi-
ronment [24]. This included the language of intensive care
and treatment. Medical jargon was described as confusing
and overwhelming for parents [24,27,36,43-45], especially
if English was not parents’ first language [44,46], and some
parents recognised that an understanding of clinical infor-
mation was acquired over time [42].
“I kept asking, ‘What is this? What are you telling
me you are going to do for her?’ They gave me
answers in medical terminology. This is what I kept
getting, and I’m like, ‘Could you explain that?’ No one
really explained it to my satisfaction because I did not
and still do not understand. And I would like to
understand it in layman’s terms. It was what you
were gonna do for her” [43].
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that might be available. For example, some parents had
not been advised of hospital interpreters’ services [44].
Several parents regretted that they had not had the op-
portunity to discuss their situation with another parent
who had been through a similar experience [47,48]. One
mother believed that such contact would have better
prepared her for the ensuing events and would have had
a positive effect on how she dealt with the situation
emotionally [47]. Some parents expressed the view that
an advocate would have assisted them in asking ques-
tions of healthcare professionals as well as in making
sense of information received [42].
Parents expressed a need for culturally sensitive and
relevant information. Some couples faced additional
difficulties, as a result of religious requirements. For ex-
ample, doctors caring for one Muslim mother were
unable to understand why the mother was so anxious
about her baby drawing breath [49], not realising that
unless the baby breathed, he/she would not be recog-
nised as being Muslim, which would have great implica-
tions for the child and the child’s parents.
What information do parents find helpful in the
decision-making process?
The information included in this section is important to
the development of any written information for parents,
as it relates to ways of communicating information that
assist parents. Such nuanced understanding of parental
needs impacts on the style, the layout, the content, the
tone, the language, and the stance adopted in the deve-
lopment of written resources aimed at assisting parents
in making end-of-life decisions.
Parents indicated that an understanding of the situation
and an appreciation of what to expect, irrespective of the
end result, was important in preparing them for the out-
comes [23]. These parents felt empowered through the
provision of accurate information delivered in a timely and
sensitive manner [23]. Likewise, parents in another study
indicated that they wanted easy access to information that
was not ‘sugar coated’ and felt that such information was
truthful [50]. The provision of information was linked to a
sense of control over fathers’ experience in the neonatal
intensive care unit and was regarded as central to their
ability to make decisions even though fathers expressed
the need for varying amounts of information, with some
admitting that too much information was confronting
[51]. Similarly, parents in another study felt they were
more in control and less fearful when information was un-
complicated, candid, and delivered in simple terms [52].
“Give us that knowledge you know, educate us so we
can have some answers. We had to ask for his CAT
scan….Obviously we are not medical students and alot of the stuff may be you know a little tough to
understand, but it can be broken down. We will
comprehend it if you just lay it out there” [50].
When the time came for funeral arrangements, these
same parents, who had not had previous experience with
the death of a baby, found that the guidance and infor-
mation they were given, as well as the increased amount
of time they required were all helpful factors in coming
to decisions [52]. Carefully and clearly formulated expla-
nations assisted parental decision-making, as did written
accounts of the advantages and disadvantages of the op-
tions medical professionals had discussed with parents
[53]. Comprehensive information aided parental decision-
making and reduced feelings of anger and distress [44].
Parents who received only basic information but with
whom the implications of their decisions were discussed,
whose questions were answered, and whose emotions
were taken into account also felt empowered to make
decisions and were satisfied with the service delivery, as
their interactions with medical professionals had re-
sulted in a sense of trust [44]. Parents felt that they were
able to make informed decisions when they were suffi-
ciently informed of their child’s condition and prognosis
[54]. Receiving information from medical staff was cited
as being important by parents who also appreciated the
respect shown for their decisions [48]. It was also im-
portant to parents for information about the bleak pros-
pects facing the child to be balanced with expressions of
hope for a better outcome [55,56]. The stance healthcare
professionals adopted towards medicine and technology
had an impact on parents’ perceptions and decisions; for
example, parents were more likely to accept the limi-
tations of existing treatments when healthcare profes-
sionals displayed humility and acknowledged themselves
that treatments and technology cannot always bring
about the desired results [50]. Finally, decision-making
was facilitated when parents were not pressured and
when they were given ample time [53,55].
What features do parents find unhelpful/damaging in the
decision-making process?
Parents were often confronted with their inability to ob-
tain information about their child, as they did not know
what questions to ask [24,27,57], particularly in the ini-
tial stages [58].
“I don’t know if you would even know what sort of
information you need”, [24].
In other cases, parents actively sought not to become
familiar with potential future impairments and preferred
to deal with situations as and if they arose [29]. Parents
also indicated that receiving (oftentimes conflicting)
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was confusing and concerning [40,43-45,55,59,60]. One
study found that, amongst other factors, straightforward
explanations about the child’s condition and tangible
proof of a bad prognosis assisted in parental decisions
relating to withdrawal of treatment [61]. In relation to
written information provided to parents as part of ante-
natal counselling, an international study found that writ-
ten information was not considered to be satisfactory by
the majority of respondents [30], but further details
relating to the specific aspects that were unsatisfactory
were not provided.
Finally, parents attempting to make decisions based on
quality of life considerations encountered difficulties
using such a criterion [29], while others were able to ar-
ticulate what, in their minds, constituted quality of life
and applied the concept to decisions made in instances
where they had time to reflect [32].
Studies have shown that some parents’ judgment of
the decision they made changed over time. As time
passed, some parents began to wonder whether they had
made the wrong decision as a result of their lack of
scientific knowledge amongst other things [61].
What resources have parents used?
When confronted with the news of the health status of
their unborn or newborn baby, parents appear to take
matters into their own hands in search of reliable infor-
mation. In one study, published in 2001, parents re-
ported spending up to 20 hours in the first week seeking
information by asking questions or referring to books
and other materials [58]. The same study found that
90% of parents relied on information from doctors and
nurses, 13% obtained information from classes, and 13%
from videos [58]. In addition to relying on healthcare
staff to provide information, parents also relied on them
to recommend appropriate materials such brochures,
books, and community support groups [57].
The internet was a source of information for many
parents in recent studies [34,55,62-68]. The majority of
parents appeared to rely on healthcare professionals for
information but simultaneously consulted websites for
information [67,68], even if they recognized that infor-
mation on the internet was not reliable [68]. A 2006
study found that only 8% of the study participants
(n=101) relied heavily on the internet and books for in-
formation [66].
“After we were given that information, that was it.
There was no more information given, there was no
one else to talk to. And that was it. We went to the
Internet, we went to the library, we researched
everything about radiation, stem cell transplant,
everything we could find” [62].Other sources that parents accessed included magazines
and television shows [34,55], books [49,57,58,62,66], re-
search [29], and even unconventional sources such as
mediums and dreams [29].
What suggestions are put forward by parents?
There was overlap between what parents identified as
impeding their ability to make end-of-life decisions or
their unmet needs and the suggestions they put forward.
The majority of suggestions made by parents in the re-
viewed literature related to information sharing and va-
rious aspects of communication. Presented below are the
various facets that relate to the manner with which infor-
mation is communicated as well as the information itself.
Honesty
Parents wanted to be advised of the uncertainty doctors
face [25,40,52,69].
“Give parents more of a context for the experience-let
them know, while you don’t know the exact outcome
for any particular child, more often than not this is
the course of the next few hours, days, weeks,
months … this would give us a better perspective to
face and make better decisions down the road
rather than responding to the limited situation/crisis
immediately in front of us” [40].
Some parents identified the importance of receiving
honest information as being linked to both their ability
to make informed decisions but also their ability to cope
better following their child’s death [40,61]. In another
study, honest information was identified as one of the
eight priorities that primary caregivers perceive as having
[70]. Honest responses to mothers’ queries were also seen
as a key communication priority by mothers with babies
in a neonatal intensive care setting [71].
Hope and false hopes
Even though parents wanted information delivered
truthfully, there was a strong preference for all in-
formation to be delivered with an element of hope
[36,46,53,69]. Importantly, parents were able to distin-
guish between hope and false hopes [25,41,45,55,56,69],
the latter of which was defined as “…information that
was too optimistic and given simply to make the parent
feel better at the time without also acknowledging or
preparing the parent(s) for any potential negative out-
comes” [55].
“Doctors need to relay medical facts honestly but
always allow for a glimmer of hope, even if only for
a miracle. The doctors who best connected with S
always had hope…” [46].
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When difficult information was delivered, parents wan-
ted this to be done in a compassionate and sensitive
manner [23,42,46,63,72].
“…Be sensitive, honest, cautious about word choice” [46].
Time, timing, and timeliness of information
Some parents felt that information was scarce imme-
diately after the birth or transfer of their child and
expressed the need for more information at that stage
[23]. They also felt that discussions about their child
should be timely [25,71], and that there should be a num-
ber of meetings between parents and medical experts
when end-of-life decisions need to be reached [73], as well
as frequent updates on their child’s progress [59,71].
Parents in one study felt that discussions about dis-
ability should have taken place much earlier in the
process, including antenatally, and indicated that such
discussions would have better prepared them, but not
changed their treatment decisions [29]. In another study,
parents, interviewed six months after discharge from in-
tensive care, reflected that they would have benefitted
from more information about how their child would im-
pact on their lives and urged parents to ask more ques-
tions rather than allow medical professionals to have
complete control [27].
Time was also relevant in relation to the comprehen-
sion and acceptance of medical information with parents
expressing the view that they needed time to process in-
formation [43]. It was felt that the most appropriate time
to deliver information to parents was during the doctor’s
rounds but a number of parents felt that separate times
outside the rounds would also be appropriate for them
to be given information [66]. When discussing issues
with parents, it was felt that medical professionals nee-
ded to spend more time with them [30], in order to dis-
cuss issues in a calmer, less rushed manner as well as
listen to what parents had to say [40]. Some parents felt
that information should only be provided when the par-
ent is ready to receive it given its gravity [74].
Involvement in decisions
Some parents believed that decisions should not be
made without the involvement of medical professionals
[60]. Parents warned medical practitioners against thin-
king that the provision of information on a single occasion
was enough for parents to come to a decision about end-
of-life care [72]. End-of-life decisions were described as an
‘evolving process’ which requires the reiteration of in-
formation to allow parents to absorb and process it [72].
Parents needed to ask questions and seek clarifications
[27,72,75-77], which would enable their thinking to evolve
and for them to come to a decision for their child [72].When engaging parents in the decision-making process,
parents thought it was important for staff to ascertain
the level of involvement parents wish to have in this
process [74].Medical jargon
In numerous studies parents requested simplified language.
They suggested that the likely outcomes for their child
should be explained in non-technical language [37,77], as
well as the nursing care provided to their child [71].
“When doctors would explain, the words kept getting
bigger and bigger; it would be helpful to have
someone to break it down into more simple
explanations.” [37]
An international study found differences in parental
preferences regarding the use of jargon [30]; while the
vast majority of parents in Kuala Lumpur, Singapore,
and Hong Kong felt that the use of simpler language
was important, parents from San Francisco, Melbourne,
and Tokyo (all below 50% of parents included in the
study) were slightly less inclined to think that simplified
terminology would lead to better communication [30].
Parents in another study indicated that in addition to a
sensitive manner of delivery, it was important for informa-
tion to be delivered in simple terms [46]. One mother
went as far as suggesting that blunt terms such as die,
retarded, crippled be used, as the terms most often used
(e.g. expire, developmentally delayed, brain damage) could
not be easily processed when in a state of shock [53].Complete information
A desire for complete information was expressed by a
number of parents in various studies [24,27,41,70]. Some
parents referred to the need for additional information
relating to autopsies and the circumstances under which
death occurred [53,59]. Parents also required more de-
tailed information on the outcomes envisaged for their
child [30,70,76,77], and appreciated information regar-
ding the options available to them [69].Written materials
Amongst the suggestions parents offered for improved
communication and understanding of the information
exchanged in relation to end-of-life decision-making was
that written information be provided to enhance reten-
tion [56], and that information presented in pamphlets
or booklets be made available [37]. Fathers in another
study suggested that written information about common
medical conditions and online resources should be pro-
vided [51].
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little pamphlet to say, okay I read up on it and I say
okay I understand a little bit more now, you know.
Maybe I feel a little bit more strongly this way than
that way” [56].
Discussion
This meta-synthesis has highlighted the information
needs of parents facing end-of-life decisions and aimed
to assist in determining what their written information
needs are. These information needs are varied and com-
plex, as end-of-life decisions engage the full range of a
human being’s most fundamental aspects of existence by
involving cognitive, emotional, ethical, and spiritual/
religious dimensions. The complexity of such decisions
impacts on parents and healthcare professionals alike.
The most frequent complaint, request, and suggestion
revealed in this meta-synthesis of findings related to the
need for more information, particularly, information
specific to their child. Another common request related
to the manner with which difficult information is deli-
vered, which was not always seen to be sensitive. Trai-
ning of healthcare professionals in communication skills
may help them to provide information sensitively and
empathically [78] but written resources sensitively writ-
ten can also provide a model for the kind of language
and the tone that is suitable for parents experiencing the
greatest distress they will ever know. Also assisting with
communication might be support people, such as social
workers, interpreters, family members, chaplains etc., as
they may assist parents to express their questions and
concerns. The availability of reliable written resources
can be invaluable to those supporting parents in their
efforts to make the best decisions for their child.
It is important to take into account parents’ experience
with the provision of information from healthcare pro-
fessionals. Parents reported that, as a result of the ex-
treme emotional strain and the wealth of medical details
they were suddenly exposed to, they encountered difficul-
ties processing and making sense of information provided
by healthcare professionals [23-28]. In fact, parents often
shift clinical conversations to less distressing topics, as
they are emotionally unable to bear discussing end-of-life
decisions for extended periods [79]. Clinicians sometimes
misconstrue these diversions as a lack of appreciation of
the gravity of the situation and attempt to revisit the cli-
nical discussion thus adding to parents’ discomfort [79].
The fact that parents privately contemplate the likelihood
that their child may die [79] lends support to the develop-
ment of written materials to aid end-of-life considerations.
In addition to information provided by healthcare pro-
fessionals, parents often seek information from a variety
of secondary sources, including (but not limited to)
scientific literature [79]. Written resources have beenshown to improve understanding and reduce long-term
distress in families of critically ill adult patients [11,12].
There are therefore several potential advantages to writ-
ten materials for end-of-life discussions in contexts re-
lating to children. Such resources can be re-visited as
frequently as parents require so that they are better able
to absorb the information and can begin to build a dee-
per understanding of the medical terminology, and the
medical facts and their implications, especially in the ini-
tial stages of their exposure to intensive care and end-of-
life decisions. Written resources also have the benefit of
being available at the moment when parents need to ac-
cess them whether this is in the hospital setting or in
the privacy of parents’ own homes. Furthermore, they
play an important role in reinforcing information pro-
vided by healthcare professionals [71] and can be used
as discussion initiators with healthcare professionals as
well as other members of the family. Written resources
cannot replace the invaluable contribution made by
healthcare professionals but they may be of assistance to
parents when the availability of healthcare professionals
is temporarily limited. In line with findings from this
meta-synthesis, written materials need to be clearly and
sensitively written with medical jargon explained in sim-
ple language.
The literature reviewed indicated some of the areas
that may be useful for written (or other) material to
cover. A written resource cannot provide child-specific
information but can provide clear, simple-to-understand
general medical information. This may assist both in a
better understanding of the intricacies of intensive care
treatments and may simultaneously empower parents to
ask for more information from healthcare professionals.
A common obstacle cited in the literature is that parents
simply lack the means to ask questions whose answers
may impact on their decision-making [24,27,57,58]. In
addition to the factual content, written resources with
suggested questions which commonly arise in end-of-life
discussions may provide a means for parents to articu-
late their queries and concerns thus improving commu-
nication between healthcare professionals and parents.
There are a number of issues that cause significant dis-
tress to parents but may not always be openly discussed
with healthcare professionals. Examples include the uncer-
tainty that often prevails in prognoses and conflicting
medical opinions about treatment options, which causes
parents great distress and concern [25]. Such issues might
be almost impossible for healthcare professionals and par-
ents alike to broach in conversation. Consideration and an
explanation of the complexities of some prognoses and
treatment decisions in written materials could potentially
address some of the unspoken queries and provide an ex-
planation regarding the limitations of medical treatments
and conflicting views that sometimes arise in medicine.
Xafis et al. BMC Palliative Care  (2015) 14:19 Page 9 of 11Parents have indicated clearly in the studies considered in
this meta-synthesis that religious, cultural beliefs, personal
values, and certain stances, such as preserving hope, are
very important in their decision making [32,36-39,44]. Des-
pite their importance, such topics can be difficult to discuss
openly. Written resources intended for parents could prob-
ably not enter into lengthy considerations of such issues.
They could, however, acknowledge their importance,
normalize their presence, provide helpful clarifications,
and encourage discussion with healthcare professionals.
Written resources can also assist in bringing others’
experiences to the reader. Numerous parents expressed
the view that communicating with parents who have had
the same or similar experiences would be beneficial
[47,48]. Written materials can cater to this need by pro-
viding authentic parent voices speaking of their ex-
perience and the issues they faced. The knowledge that
other parents have experienced the same or similar pro-
blems and circumstances must bring some comfort.
While this meta-synthesis focused on parental needs,
it is possible that written resources about end-of-life
decision-making for parents of seriously ill or dying chil-
dren might also be useful to experienced and trainee
healthcare professionals both in relation to the content
of such resources but also in relation to the tone and
language adopted.
Limitations of the meta-synthesis
Only one of the authors conducted the searches. The
quality of the primary studies included in the meta-
synthesis was not appraised for the reasons provided.
The literature search includes papers up to 2012 and is
reflective of the period during which work was under-
taken to compile written resources for parents. Further-
more, the challenge of extrapolating the requirements
for written materials from feedback regarding general in-
formation needs must be acknowledged.
Conclusion
The meta-synthesis of predominantly qualitative litera-
ture helped to identify gaps in the provision of informa-
tion, and the information needs of parents who face
end-of-life decisions. The points discussed are of general
relevance for communication, though we have focused
specifically on the question of written information. The
meta-synthesis has utility for clinical practice. This work
can also be used to guide the development of written
materials to support parents, such as the those which
our collaborative research group have recently developed
[18,19], (See Additional file 2 for topics covered in on-
line resource). However, further research is needed to
evaluate whether such written resources meet the needs
of parents, assist them in their decision-making, and
have a positive impact on their long-term wellbeing.Additional files
Additional file 1: Table S1. Studies included in meta-synthesis. Provides
information about all the studies included in the meta-synthesis of findings
relating to communication or information-related features that parents
report as being helpful or unhelpful during end-of-life decision-making.
Additional file 2: Topics covered in the parental resource Caring
Decisions. Provides an overview of the topics addressed in the
comprehensive online resource developed for parents (and clinicians)
involved in making end-of-life decisions for the seriously ill or dying child.
Competing interests
The authors declare that they have no competing interests.
Authors’ contributions
VX conducted the search of the literature, the meta-synthesis, interpreted
the findings, and drafted the paper. DW conceived the idea for the paper,
provided advice on the search strategy, assisted with the meta-synthesis and
interpretation, and reviewed and edited drafts of the paper. JS provided
input on the meta-synthesis and interpretation, and reviewed and edited
drafts of the paper. All authors approved the final draft of the paper before
submission.
Authors’ information
VX is an ethicist and conducts research in the field of perinatal ethics. In
addition to a bioethics background, she has a background in linguistics and
has extensive experience in qualitative research.
DW is a consultant neonatologist and Director of Medical Ethics at the
Oxford Uehiro Centre for Practical Ethics. He is the author of ‘Death or
Disability? The ‘Carmentis Machine’ and decision-making for critically ill
children’, Oxford University Press, 2013.
JS was for many years a senior social worker at The Royal Children’s Hospital,
Melbourne. She holds qualifications in social work, adolescent and child
psychology & theology. Her PhD was in the field of bioethics. She is
currently a counsellor in a community palliative care team.
Acknowledgments
The authors would like to acknowledge all parents who, through their
participation in research, have provided insight into their most personal and
difficult experiences. We would also like to acknowledge the co-authors of
the resources we have developed: Associate Professor Lynn Gillam and
Dr. Jenny Hynson whose permission we sought to include in the
acknowledgements.
Funding
This work was supported by funding from a Channel 7 Children’s Research
Foundation Grant [13776]. DW was supported for this work by an early career
fellowship from the Australian National Health and Medical Research Council
[1016641] and in part by a grant from the Wellcome Trust, [086041/Z/08/Z].
Author details
1Discipline of Obstetrics and Gynaecology, The University of Adelaide,
Adelaide, Australia. 2John Radcliffe Hospital Oxford, Director of Medical
Ethics, Oxford Uehiro Centre for Practical Ethics, University of Oxford, Oxford,
UK. 3Children’s Bioethics Centre, The Royal Children’s Hospital, Melbourne,
Australia. 4The Centre for Health Equity, The University of Melbourne,
Melbourne, Australia.
Received: 10 July 2014 Accepted: 23 April 2015
References
1. Weiner J, Sharma J, Lantos J, Kilbride H. How infants die in the neonatal
intensive care unit: Trends from 1999 through 2008. Arch Pediatr Adolesc
Med. 2011;165(7):630–4.
2. Lee KJ, Tieves K, Scanlon MC. Alterations in end-of-life support in the
pediatric intensive care unit. Pediatrics. 2010;126(4):e859–e64.
3. Berger TM, Hofer A. Causes and circumstances of neonatal deaths in 108
consecutive cases over a 10-year period at the Children’s Hospital of
Lucerne, Switzerland. Neonatology. 2009;95(2):157–63.
Xafis et al. BMC Palliative Care  (2015) 14:19 Page 10 of 114. Verhagen AAE, Janvier A, Leuthner SR, Andrews B, Lagatta J, Bos AF, et al.
Categorizing Neonatal Deaths: A Cross-Cultural Study in the United States,
Canada, and The Netherlands. J Pediatr. 2010;156(1):33–7.
5. Wilkinson DJ, Fitzsimons JJ, Dargaville PA, Campbell NT, Loughnan PM,
McDougall PN, et al. Death in the neonatal intensive care unit: Changing
patterns of end of life care over two decades. Arch Dis Child Fetal Neonatal
Ed. 2006;91(4):F268–F71.
6. Fontana MS, Farrell C, Gauvin F, Lacroix J, Janvier A. Modes of Death in
Pediatrics: Differences in the Ethical Approach in Neonatal and Pediatric
Patients. J Pediatr. 2013;162(6):1107–11.
7. American Academy of Pediatrics Committee on Fetus And Newborn.
Noninitiation or Withdrawal of Intensive Care for High-Risk Newborns.
Pediatrics. 2007;119(2):401–3.
8. British Medical Association. Withholding and Withdrawing Life-Prolonging
Medical Treatment: Guidance for Decision Making. Thirdth ed. Malden,
Mass: Oxford: Blackwell; 2007.
9. Nuffield Council on Bioethics. Critical care decisions in fetal and neonatal
medicine: ethical issues. London: Nuffield Council on Bioethics; 2006.
10. Royal College of Paediatrics and Child Health. Witholding or Withdrawing
Life Sustaining Treatment in Children: A Framework for Practice Royal
College of Paediatrics and Child Health; 2004. Available from: http://
www.bapm.org/publications/documents/guidelines/Withholding&
withdrawing_treatment.pdf.
11. Azoulay E, Pochard F, Chevret S, Jourdain M, Bornstain C, Wernet A, et al.
Impact of a family information leaflet on effectiveness of information
provided to family members of intensive care unit patients: A multicenter,
prospective, randomized, controlled trial. Am J Respir Crit Care Med.
2002;165(4):438–42.
12. Lautrette A, Darmon M, Megarbane B, Joly LM, Chevret S, Adrie C, et al. A
communication strategy and brochure for relatives of patients dying in the
ICU. N Engl J Med. 2007;356(5):469–78.
13. Ward FR. Parents and professionals in the NICU: communication within the
context of ethical decision making–an integrative review. Neonatal Netw.
2005;24(3):25–33.
14. Gillam L, Sullivan J. Ethics at the end of life: Who should make decisions
about treatment limitation for young children with life-threatening or
life-limiting conditions? J Paediatr Child Health. 2011;47(9):594–8.
15. Eden LM, Callister LC. Parent involvement in end-of-life care and decision
making in the newborn intensive care unit: an integrative review. J Perinat
Educ. 2010;19(1):29–39.
16. De Rouck S, Leys M. Information needs of parents of children admitted to a
neonatal intensive care unit. A review of the literature (1990–2008). Patient
Educ Couns. 2009;76(2):159–73.
17. Cleveland LM. Parenting in the neonatal intensive care unit. J Obstet
Gynecol Neonatal Nurs. 2008;37(6):666–91.
18. Wilkinson D, Gillam L, Hynson J, Sullivan J, Xafis V. Caring Decisions: A
handbook for parents facing end-of-life decisions for their child. Melbourne:
The Royal Children’s Hospital; 2013.
19. Wilkinson D, Gillam L, Hynson J, Sullivan J, Xafis V. Caring Decisions: A
handbook for parents facing end-of-life decisions for their child. Melbourne:
The Royal Children's Hospital; 2013 [9 December 2013]; Available from:
www.rch.org.au/caringdecisions.
20. Sampson M, McGowan J, Cogo E, Horsley T. Managing database overlap in
systematic reviews using Batch Citation Matcher: Case studies using Scopus.
J Med Lib Assoc. 2006;94(4):461-3–E-219.
21. Jensen LA, Allen MN. Meta-Synthesis of Qualitative Findings. Qual Health
Res. 1996;6(4):553–60.
22. Walsh D, Downe S. Meta-synthesis method for qualitative research:
A literature review. J Adv Nurs. 2005;50(2):204–11.
23. Branchett K, Stretton J. Neonatal palliative and end of life care: What
parents want from professionals. J Neonatal Nurs. 2012;18(2):40–4.
24. Pinch WJ, Winifred J, Spielman ML. Ethics in the Neonatal Intensive Care
Unit: Parental Perceptions at Four Years Postdischarge. ANS Adv Nurs Sci.
1996;19(1):72–85.
25. Hellmann J, Williams C, Ives-Baine L, Shah PS. Withdrawal of artificial
nutrition and hydration in the Neonatal Intensive Care Unit: Parental
perspectives. Arch Dis Child Fetal Neonatal Ed. 2013;98(1):F21.
26. Pinch WJ, Spielman ML. The parents’ perspective: ethical decision-making in
neonatal intensive care. J Adv Nurs. 1990;15(6):712–9.
27. Pinch WJ, Spielman ML. Parental perceptions of ethical issues post-NICU
discharge. West J Nurs Res. 1993;15(4):422–37. discussion 38.28. Pinch WJ. Looking back: Five families share their views of ethical decision
making in the NICU. Caring. 1990;9(12):12–8.
29. Einarsdóttir J. Emotional experts: Parents’ views on end-of-life decisions for
preterm infants in Iceland. Med Anthropol Q. 2009;23(1):34–50.
30. Partridge JC, Martinez AM, Nishida H, Boo NY, Keng WT, Yeung CY, et al.
International comparison of care for very low birth weight infants: Parents’
perceptions of counseling and decision-making. Pediatrics. 2005;116(2):e263–e71.
31. Meyer EC, Burns JP, Griffith JL, Truog RD. Parental perspectives on
end-of-life care in the pediatric intensive care unit. Crit Care Med.
2002;30(1):226–31.
32. Kirschbaum MS. Life support decisions for children: What do parents value?
ANS Adv Nurs Sci. 1996;19(1):51–71.
33. Michelson KN, Koogler T, Sullivan C, Ortega MDP, Hall E, Frader J. Parental
views on withdrawing life-sustaining therapies in critically ill children. Arch
Pediatr Adolesc Med. 2009;163(11):986–92.
34. Moro TT, Kavanaugh K, Savage TA, Reyes MR, Kimura RE, Bhat R. Parent
decision making for life support for extremely premature infants: From
the prenatal through end-of-life period. J Perinat Neonatal Nurs.
2011;25(1):52–60.
35. Armentrout DC. Holding a Place: Parents’ Lives Following Removal of Infant
Life Support. Newborn Infant Nursing Rev. 2007;7(1):e4–e11.
36. Boss RD, Hutton N, Sulpar LJ, West AM, Donohue PK. Values parents apply
to decision-making regarding delivery room resuscitation for high-risk
newborns. Pediatrics. 2008;122(3):583–9.
37. Keenan HT, Doron MW, Seyda BA. Comparison of Mothers’ and Counselors’
Perceptions of Predelivery Counseling for Extremely Premature Infants.
Pediatrics. 2005;116(1):104–11.
38. Hexem KR, Mollen CJ, Carroll K, Lanctot DA, Feudtner C. How parents of
children receiving pediatric palliative care use religion, spirituality, or life
philosophy in tough times. J Palliat Med. 2011;14(1):39–44.
39. Pepper D, Rempel G, Austin W, Ceci C, Hendson L. More Than Information:
A Qualitative Study of Parents’ Perspectives on Neonatal Intensive Care at
the Extremes of Prematurity. Adv Neonatal Care. 2012;12(5):303–9.
doi:10.1097/ANC.0b013e318265b3d5.
40. Meyer EC, Ritholz MD, Burns JP, Truog RD. Improving the quality of
end-of-life care in the pediatric intensive care unit: Parents’ priorities and
recommendations. Pediatrics. 2006;117(3):649–57.
41. Raines DA. Suspended mothering: women’s experiences mothering an
infant with a genetic anomaly identified at birth. Neonatal Netw.
1999;18(5):35–9.
42. Alderson P, Hawthorne J, Killen M. Parents’ experiences of sharing neonatal
information and decisions: Consent, cost and risk. Soc Sci Med. 2006;62(6):1319–29.
43. Meert KL, Eggly S, Pollack M, Anand KJS, Zimmerman J, Carcillo J, et al.
Parents’ perspectives on physician-parent communication near the time of
a child’s death in the pediatric intensive care unit. Pediatr Crit Care Med.
2008;9(1):2–7.
44. Davies B, Contro N, Larson J, Widger K. Culturally-sensitive information-
sharing in pediatric palliative care. Pediatrics. 2010;125(4):e859–e65.
45. Carnevale FA, Canoui P, Cremer R, Farrell C, Doussau A, Seguin MJ, et al.
Parental involvement in treatment decisions regarding their critically ill
child: A comparative study of France and Quebec. Pediatr Crit Care Med.
2007;8(4):337–42.
46. Contro N, Larson J, Scofield S, Sourkes B, Cohen H. Family perspectives on the
quality of pediatric palliative care. Arch Pediatr Adolesc Med. 2002;156(1):14–9.
47. Tan JS, Docherty SL, Barfield R, Brandon DH. Addressing parental
bereavement support needs at the end of life for infants with complex
chronic conditions. J Palliat Med. 2012;15(5):579–84.
48. Einaudi MA, Le Coz P, Malzac P, Michel F, D’Ercole C, Gire C. Parental
experience following perinatal death: Exploring the issues to make progress.
Eur J Obstet Gynecol Reprod Biol. 2010;151(2):143–8.
49. Shaw A. ‘They Say Islam Has A Solution For Everything, So Why Are There
No Guidelines For This?’ Ethical Dilemmas Associated With The Births And
Deaths Of Infants With Fatal Abnormalities From A Small Sample Of
Pakistani Muslim Couples In Britain. Bioethics. 2012;26(9):485–92.
50. Wocial LD. Life support decisions involving imperiled infants. J Perinat
Neonatal Nurs. 2000;14(2):73–86.
51. Arockiasamy V, Holsti L, Albersheim S. Fathers’ experiences in the neonatal
intensive care unit: A search for control. Pediatrics. 2008;121(2):e215–e22.
52. Kavanaugh K. Parents’ experience surrounding the death of a newborn
whose birth is at the margin of viability. J Obstet Gynecol Neonatal Nurs.
1997;26(1):43–51.
Xafis et al. BMC Palliative Care  (2015) 14:19 Page 11 of 1153. Pector EA. Views of bereaved multiple-birth parents on life support
decisions, the dying process, and discussions surrounding death. J Perinatol.
2004;24(1):4–10.
54. Rini A, Loriz L. Anticipatory Mourning in Parents With a Child Who Dies
While Hospitalized. J Pediatr Nurs. 2007;22(4):272–82.
55. Roscigno CI, Savage TA, Kavanaugh K, Moro TT, Kilpatrick SJ, Strassner HT,
et al. Divergent views of hope influencing communications between
parents and hospital providers. Qual Health Res. 2012;22(9):1232–46.
56. Kavanaugh K, Savage T, Kilpatrick S, Kimura R, Hershberger P. Life support
decisions for extremely premature infants: Report of a pilot study. J Pediatr
Nurs. 2005;20(5):347–59.
57. Davies B, Connaughty S. Pediatric End-of-life Care: Lessons Learned From
Parents. J Nurs Adm. 2002;32(1):5–6.
58. Brazy JE, Anderson BM, Becker PT, Becker M. How parents of premature
infants gather information and obtain support. Neonatal Netw.
2001;20(2):41–8.
59. Widger K, Picot C. Parents’ perceptions of the quality of pediatric and
perinatal end-of-life care. Pediatr Nurs. 2008;34(1):53–8.
60. Caeymaex L, Speranza M, Vasilescu C, Danan C, Bourrat MM, Garel M, et al.
Living with a crucial decision: A qualitative study of parental narratives three
years after the loss of their newborn in the NICU. PLoS One.
2011;6(12):e28633.
61. McHaffie HE, Lyon AJ, Hume R. Deciding on treatment limitation for
neonates: The parents’ perspective. Eur J Pediatr. 2001;160(6):339–44.
62. Berg S. In their own voices: families discuss end-of-life decision making–part
2. J Pediatr Nurs. 2006;32(3):238–42. 7.
63. Sharman M, Meert KL, Sarnaik AP. What influences parents’ decisions to limit
or withdraw life support? Pediatr Crit Care Med. 2005;6(5):513–8.
64. Black BP. Truth telling and severe fetal diagnosis: A virtue ethics perspective.
J Perinat Neonatal Nurs. 2011;25(1):13–20.
65. Thiele P. Going against the grain: Liam’s story. J Paediatr Child Health.
2011;47(9):656–8.
66. Kowalski WJ, Leef KH, Mackley A, Spear ML, Paul DA. Communicating with
parents of premature infants: Who is the informant? J Perinatol.
2006;26(1):44–8.
67. Knapp C, Madden V, Marcu M, Wang H, Curtis C, Sloyer P, et al. Information
seeking behaviors of parents whose children have life-threatening illnesses.
Pediatr Blood Cancer. 2011;56(5):805–11.
68. Dhillon AS, Albersheim SG, Alsaad S, Pargass NS, Zupancic JAF. Internet use
and perceptions of information reliability by parents in a neonatal intensive
care unit. J Perinatol. 2003;23(5):420–4.
69. Côté-Arsenault D, Denney-Koelsch E. “My baby is a person”: Parents’ experiences
with life-threatening fetal diagnosis. J Palliat Med. 2011;14(12):1302–8.
70. Scott LD. Perceived needs of parents of critically ill children. J Soc Pediatr
Nurs. 1998;3(1):4–12.
71. Bialoskurski MM, Cox CL, Wiggins RD. The relationship between maternal
needs and priorities in a neonatal intensive care environment. J Adv Nurs.
2002;37(1):62–9.
72. Dokken D, Ahmann E. The many roles of family members in “family-centered
care”–part I. J Pediatr Nurs. 2006;32(6):562–5.
73. Michelson KN, Emanuel L, Carter A, Brinkman P, Clayman ML, Frader J.
Pediatric intensive care unit family conferences: One mode of
communication for discussing end-of-life care decisions. Pediatr Crit Care
Med. 2011;12(6):e336–e43.
74. Brinchmann SB, Førde R, Nortvedt P. What Matters to the Parents? a
qualitative study of parents’ experiences with life-and-death decisions
concerning their premature infants. Nurs Ethics. 2002;9(4):388–404.
75. Brosig CL, Pierucci RL, Kupst MJ, Leuthner SR. Infant end-of-life care:
The parents’ perspective. J Perinatol. 2007;27(8):510–6.
76. Konrad SC. What parents of seriously ill children value: Parent-to-parent
connection and mentorship. Omega (Westport). 2007;55(2):117–30.77. Williams C, Cairnie J, Fines V, Patey C, Schwarzer K, Aylward J, et al.
Construction of a parent-derived questionnaire to measure end-of-life care
after withdrawal of life-sustaining treatment in the neonatal intensive care
unit. Pediatrics. 2009;123(1):e87–95.
78. Keir A, Wilkinson D. Communication skills training in paediatrics. J Paediatr
Child Health. 2013;49(8):624–8.
79. Hinds PS, Kelly KP. Helping Parents Make and Survive End of Life Decisions
for Their Seriously Ill Child. Nurs Clin N Am. 2010;45(3):465–74.Submit your next manuscript to BioMed Central
and take full advantage of: 
• Convenient online submission
• Thorough peer review
• No space constraints or color ﬁgure charges
• Immediate publication on acceptance
• Inclusion in PubMed, CAS, Scopus and Google Scholar
• Research which is freely available for redistribution
Submit your manuscript at 
www.biomedcentral.com/submit
